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ABSTRACT

The entire fami ly is affected by a child's admission to

a Pediatric Intensive Care Unit (PICU). Problems may result

from physiological , psychological , seeiocu11ura 1 ,

developmental , and spiritual stressors. Parents may need

support and assistance, before they can support their chibd.

The purpose of this study was to examine the concerns

of parents and the methods they use to respond to those

concerns. Neuman's Systems Model provided the theoretical

framework. Subjects included parents of children who were

admitted to the PICU for the first time, then discharged to

the General Pediatric Floor-. A qualitative, descriptive

method was used. Answers to a demographic questionnaire and

a structured interview were compiled and examined for

f-ecurring themes and categories. Themes were analyzed foi"

frequency, importance, and meaning.

Major findings indicate that parents who iiave a child

in a PICU are concerned that the child may die or have

lasting defects, the entire environment is frightening, and

explanations from care providers are frequently not

understood. Parents respond to concerns by relying on faith

in God, talking to others, physical activity, crying, and

intel1ectualization. Serendipitous findings include a

oreference for- structured, set visiting times. Parents also



e X p r' e s s e ci cn s t r e s s w h e n t h e n u r- s e w a s i" e s p o n s i b 1 e f o r-

e n f o r- c i n g the p a r- e n t 1 o u n g e r- u 1 a 3 ,

The child is pact of a whole family system. In order-

to effectively t r e a t the chi ld, the p a r~ e n t s must also be

treated. By Identifying the concerns of parents , effect! v€;

purposeful nur-sing interventions may be developed to redur:e

the detrimental Impact of stressors upon the family svsten-r.
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CHAPTER I

THE RESEARCH PROBLEM

INTRODUCTION

A Pediatric Intensive Care Unit (PICU) is a unit-

spec i f i c a 1 1 y designed to c a r* e for- c r- i t i c a 1 1 y ill o r i n j u r- e cl

infants and children. Admission to the PICU occurs for a

vai'iety of medical and surgical reasons. Common admission

diagnoses include: trauma (motor vehicle accidents, falls,

burns, gunshot wounds, near-drownings, child abuse, and

suicide attempts); respiratory emergencies (epig1ottitis,

severe croup, bronchiolitis, asthma, pneumonia, and

pneumothoraA); post-operative care (open-heart surgery,

abdominal surgery, and orthopedic surgery); and neurological

emergencies (spinal cord injuries, seizures, meningitis, and

shunt malfunctions). Children in the PICU receive

continuous treatments and monitoring by a team that consists

of physicians, nurses, respiratory therapists, dietitians,

physical therapists, social workers, child life workers, and

chaplains. The focus of the staff's efforts is directed

towards saving the child's life and restoring as much

function and ability as possible.



The P1CU can be a great sout-ce of str-ess for- the

parents. In a PICU, the child is surrounded by a vast array

of unfamil iar equipment witli flashing lights, moving par-ts.

and numerous alarms. The alarms often sound when the

parents are at the bedside. The child's appearance mav also

be f i" i ghten i ng to the paent s . The cli i 1 d of ten has

intravenous lines, endotracheal tubes, monitoring lines,

chest tubes, bandages , and ur~i nar'y catheters. The use of

all the monitors and tubes sometimes restricts the chi ld's

movement or ability to get out of bed.

The entire family is affected by a child's serious

condition and admission to a PICU. Emotional , intel 1ectua i .

financial , spiritual , and social stressors impact upon the

family. A st r-essor may be def i ned as any thi ng wh i ch cause s

a d e c i" e a s e in the level of functioning o i" state of !i e a 1111 f i f

an individual or family and results in pr-oblems or concerns,

Stressors may be brief or extended over weeks, months, or

even years. Communication is rarely ideal between nurses

and p .3 r' e n 13 of infants and c h i 1 d r en in a P IC U due to t h e

critical nature of the child's il lness or injur-y, the

parent's level of stress, and the nur'se's focus upon saving

the child's life.

The normal routine of family l ife cannot be maintained

when a child is in a PICU. S t r- e s s o r s affect the e n t i r- e

family. Parents often must take time off from their jobs.



Some use their sick time, vacation time, or take a leave of

absence, A parent may even lose their job if time off is

not allowed. This can have severe effects upon a family

because there may not be enough money for rent, food, or

hospital expenses. It is ver-y difficult for par'ents to take

care of their child's needs when they are in need of

assistance themselves.

Parents may be defined as biological or adoptive

mothers, fathers, mother-father pairs, primary caretakers,

or- g uad i a ns of i nf an t s and c h i 1 dren . Unde r- mos t

circumstances , parents are very protective of their

children. The researcher has noted, however, that when a

child is in a PICU, most parents do not complain, even if

they are fearful for their child's safety. Parents may

become very upset or angry at the actions of the staff or

about a certain treatment administered to their child, but

they usually fail to shar'e their* thoughts and concerns with

the unit nurses, physicians, or supervisors. They may be

af ra i d to sha r*e their conce r* ns because they f ear reta 1 i at i on

from the staff.

The parents often become upset due to a

mi sunderstanding rather than a true problem. The

explanations given by the care providers may not be clear to

the parents and they may be afraid to ask too many

questions. Their unwill ingness to share their concerns can



result in feelings of helplessness, loneliness, h o s t i 1 i t y.

and a lower regard for the staff and the institution.

Nurses in the PICU have noted that parents are often

reluctant to admit that they do not understand what is

happening or to ask too many questions concerning the care

of their child. Although there is no documentation of these

phenomena, the researcher has often observed parents

appearing to be listening attentively and nodding their

heads while a physician speaks with a strong foreign accent

or uses a lot of confusing medical terms. These same

parents, when questioned, will admit that they did not

understand anything the physician said.

It is important for nurses to be aware of the concerns

of parents in order to address those concer-ns and to offer-

information needed to understand the situation in realistic

terms. Parents often have misconceptions about their

child's treatment and care. If they share their ideas and

feelings with the staff, misconceptions can be detected and

the correct information can be given.

Children in the PICU need the support of their parents

in order to obtain optimal recovery. The parents need to be

suppor-ted and assisted so they can give support to their

child. By airing the parent's concerns, the staff can offer-

information, give guidance in making decisions, and lend

support. If the parents are assisted in managing this new



and difficult experience, they may be more effective in

3 u p p o r-1 i n g their child.

PURPOSE OF THE STUDY

The purpose of this study was to examine the concerns

of parents who have had an infant or a child in a PICU and

to explore the methods parents use to respond to those

concerns about their child's treatment and care.

SIGNIFICANCE OF THE STUDY

The resul ts of the study may be used to identify wavs

to improve communication and understanding between the

parents and the nursing staff and to develop educational

programs for PICU nurses dealing with specific methods to

enhance communication with parents. Such actions are

expected to promote bilateral understanding of the

situation, to decrease the parents ' level of stress, and to

prevent future communication problems. If the parent's

needs are met, they are more able to assist their child in

recover-ing from a critical illness or injury. Thus, helping

the parents helps the child.



CHAPTER II

LITERATURE REVIEW

INTRODUCTION

In this chapter, literature concerning the parents of.

hospitalized children is examined. In order to effectively

treat the child, the pai"ents must also be considered. The

p a r e n 13 ' needs, the s t r e s s o r's that affect them, thai r

emotions, and their concerns will be addressed.

NEEDS OF FAMILIES WITH MEMBERS IN CRITICAL CARE

Having a child admitted to a Pediatric Intensive Care

Unit is not a common experience for most families. It is

usually an extremely emotional and stressful event. Even

the strongest families may need assistance in order to cope

with the ord8a 1 . The par'ents can be helped by friends,

family, clergy, social workers, physicians, and nurses.

The needs of parents of hospitalized children were

explored by Terry (1987) who found the necessity of

obtaining information was the parents' greatest need. The

parents were asked to rank kk need statements on a Likert

scale. Parents identified physicians and nurses as the



people who could meet most of their needs. The physician

was viewed as the person who could pr~ovide i nf ormati onal

needs and the nur*se as the per-son who could provi de f or

ventilation and support needs. A limitation of this study

is that only two open ended questions were asked: one

concer-ning the parent's greatest need and the other-

concerning the person most likely to meet tiiat need.

Unfortunately, this approach limited the parent's responses

to the ideas of the researcher.

Daley (1984) examined the needs of families of adul t

pat i ents i n an intensive care unit se11 i ng and f ound that

they perceived the major-ity of their needs to have been met

by the physician. These findings may be related to the fact

that families were asked to rank their needs within the

first 72 hours of admission. Their needs may change as the

time spent in the intensive care unit increases. A previous

study by Molter (1979) identified that the majority of

family needs of adult patients were met by nurses. This

study did not specify a set time frame for collection of

i nforma t i on.

Kasper and Nyamathi (1988) examined parental role needs

identified by both mothers and fathers while their child was

in a PICU. They divided parental needs into categories and

subcategorie3. The parents expressed the greatest majority

of their needs as psychological , with physiological needs
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second, and sociological need s t h i rd. The i n most i mportan t

needs wer'e identified as being with the child in the PICU

and receiving frequent, honest information about their

child's condi t i on.

Parents need to visit their child while in the PICU.

Most nurses and doctors who work in a PICU believe that

par-ental visitation should be liber-al , individualized, and.

unstructured. A study by Proctor (1987) found that mothers

had lower state anxiety scor'es if the PICU visitation was

individualized rather than highly structured. Still well

(1984) studied the per-ceptions of visiting needs by family

members of adult intensive care patients and found that thev

identified the need to see the patient fr'equen11 y and

whenever they desired to be of greatest importance to them.

Their' visiting needs were ranked within the first 3 6 hour's

of admission. The conclusion drawn was that the visiting

times in the ICU should not be restricted so that the family

members of the adult patients would have visiting

flexibility. The findings of this study may have changed

after the first 36 hours of admission.

Prior PICU experience can influence the ways in which

parents voice concerns to get needs met by care providers.

Wyckoff and Erickson (1987) suggested that if parents have

had past experiences in caring for a critically ill child,

they wil l show an improved ability to manage the situation.
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Fanm'li an" ty may increase the parent ' s coping skil ls. Tse,

Perez-Woods, and Opie (198?) examined parental attitudes and

outcome expectations when their children were admitted to

the PIC U . They d e t e r" m i n e d that p a r~ e n t s with previous

experience or knowledge of similar situations had higher-

positive expectations for their child to recover and for- a

favorable outcome.

SIRESSQRS

The parents of a child in a PICU face numerous

31r-es3or-s . Miles ( 1 9 7 9 ) identified these str-essoi-s as

coming from three main areas: (a) the fear of the child's

illness or injury outcome, (b) the anxiety of dealing with

different environment, and (c) the loss of the parental

role. Parental stressors can affect the parents' ability to

handle the crisis because they may be unable to provide

emotional support for their child when they receive no

emotional support for themselves. The child in the PICU

r-equires the presence and support of his/her parents. If

the parents are unable to provide support, the child suffers

even more. Therefore, in or-der to fully care for the child,

the parents must also be cared for.

A study done by Tichy, Braam, Meyer, and Tattan (1988)

examined PICU stressors from the child's point of view.
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They identified par~enta 1 expness 1 ons of anxiety as a sour~ce

of stress for the child in the PICU. None of the parents in

the studv were aware that their anxiety increased their

chi ld's level of stress.

Miles, Carter, Spicher, and Hassanein (193^0 studied

mate na 1 and patei-na 1 stess responses i n a PICU and f oiind

that the total experience is equal ly stressful for both

parents. Alterations in the parent-child relationship were

more stressful for- the mothers than the fathers, wher'eas a

.sense of helplessness, a whining or unresponsive child, and

visitation restrictions stressed the father's more than the

mo t hers.

PARENTS' EMOTIONS

0n 1 y a few r e sea r c he r s have examined pa r'e n t' s emot i on s

when they have a child in a PICU. Rothstein (1930) found

that parents undergo feelings of shock, disbelief, and

helplessness when their child is admitted to a PICU. These

emotions may last for hours or days. They are the result of

the suddenness of admission and the unusual appearance of

the child created by the tubes, bandages, machines, and

manifestations of the injury or illness. The parents become

anxious as they search for a reason or meaning for their

child's condition. They may blame themselves or others.



These f 1 n d i n g s a r- e c o n s i s t e n t w i t It a stud y cl one b y D a 1 e y

(13 84) de mo n 31 r- a 11 n g that f a m i lies e x p e r- i e n c e b o t h a n x i e t y

a n d d i s o r g a n i 2: a t i o n a f t s r' a family me mb e r-'s a d mission to a

c o r' o n a r y c a n e setting.

When the parents move from the stage of disbelief and

helplessness, they start waiting for the recovery of their

child with anticipation (Rothstein, 1930). Anger may be

eXpressed during this per i od . Paents may take thei r angei-

out on family members or the staff, especially if the

waiting stage is prolonged. Some parents may be fearful oT

losing control of their emotions. Rothstein (1980) states

that the last parental responses are elation and mourning.

Although they may be happy that their child has made enougli

pr'ogress to leave the PICU , the prospect of a long recover y

may lead to mour^ning of the loss of accustomed family l i fe,

freedom, and financial stability. The parents may be

anxious about leaving the familiar staff and moving to the

General Pediatric Floor where there is a lesser amount of

.attention given to the large number of children.

CONCERNS OF THE PARENTS

No specific research studies have been done to explore

the precise concerns of parents who have had a child in a

PICU. Their physiological , psychological , and sociological
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needs have been looked at by a few researchers, but not

their specific concerns about their child's treatment and

c a I' e while i n a PIC U.
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CHAPTER III

THEORETICAL FRAME OF REFERENCE

INTRODUCTION

The theoretical framework for this study was provided

by Neuman's Systems Model . This chapter will discuss the

application of this nursing model to the concerns of parents

who have had a child in a Pediatric Intensive Care Umt.

THE SYSTEMS MODEL

The systems concept involves the relationship between

the whole and its parts. Within the parts of any system ar-e

subparts and elements. If something affects a part or a

3ubpart, ther>e is a r-esu 11i ng effect upon tlie enti r-a system.

Events do not occur in isolation, but result in an effect

upon the interrelated parts of the whole system. The child

who is admitted to the PICU is a part of a whole family

system. In order to treat the child, the whole family must

be consider'ed.

This framework was applied to the parents of children

in the PICU. Children are complex systems within even more

complex family systems. Anything which affects a part of



the child results in a effect upon the whole family s v s t e tn.

The par-ents ar*e affected by the chi ld's ser"i ous illness or'

i n j ur V and admission to the PICU.

The extent to which the parents are affected by the

child's serious condition depends upon the inter- r e 1 a t i c n s li i d

of certain individual variables. The resu1ting effects upon

the parents and their subsequent concerns about the child's

outcome depends upon the parent's own unique psychological ,

physiological , sociocultural , developmental , and spiritual

V a r- i a b 1 e 3 .

The parent may have been driving the car when a wreck

occurred. Psychologically, the parent may feel very guiltv.

even if he/she did not cause the accident. Physiological ly,

the parents may be exhausted due to a lack of sleep. They

may be hungry because they have forgotten to eat: regularly

or do not have the financial resources to buy hospital food,

Sociocultural1y, the parents may be affected if they are

worried about paying the hospital bill without health

insurance. Some of the parents of children in the PICU are

actually children themselves. Fourteen and fifteen year old

par-ents may not be allowed to progress deve 1 opmental 1 y

through adolescence to young adulthood when their child is

seriously ill . The spiritual needs of the parents must be

considered when they have a child in the PICU. They may

need to talk to the hospital chaplain or their own spiritual

leader-.
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Neutrian ( 1 982 ) describes human beings as trying to

maintain health within the system by adequately coping with

eXter na 1 stimuli called stressoi-s . The s11"essor s can be

harmful or- beneficial. Har-mful stressors may cause a

decrease in the level of functioning or state of health of

the individual while beneficial stressors may encourage some

risk taking that results in an improved state of health or

we 11-bei ng .

The parents of infants and children in the PICU are

affected by numerous stressors, most of them harmful. These

stressors may be classified as intrapersona1 (within the

individual), interpersonal (between the individual and

others), or extrapersonal (outside the individual). An

example of an intrapersonal stressor for a parent who has a

child in a PICU would be the physical pain felt as a result

of also being injured in the motor vehicle accident that

caused the child's injuries. Interpersonal stressors would

include the parent's separation from their other children or

anger and blame placing within the family while they are

waiting at the hospital. Financial stress due to the

child's hospita1ization falls into the category of an

extrapersonal stressor.

According to Neuman (1982), the degree to which the

individual responds to a stressor depends upon the

individual 's normal line of defense, the length of time over-
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which the stressor occurs, and the interrelationship of the

individuals own five variables which make the person unique

(physiological , p s y c h o 1 og i c a 1 , s oc i oc u 11 u r a 1 , cl e v e 1 op me n t a 1 ,

and spiritual), The normal line of defense involves the

wide range of ohysiological and psychological responses the

person has acquired during their l ifetime. These vary with

each individual and depend upon the person's physical state

of health, developmental stage, coping mechanisms, and past

life experiences.

The normal line of defense encircles and protects the

individual from the impact of sti-essors. There is another

protective ring, which surrounds the normal line of defense,

called the flexible line of defense. This outer- ring is

dynamic and protective according to Neuman (1932 )., The

parent's ability to use the protection of this flexible,

defensive line depends upon the interrelationship of the

previously identified five v a r i a b1e s (physiological ,

psychological , s oc i oc u1 t u r ai , developmental , a n d s p i r i t u a 1 ) ,

After exposure and reaction to a stressor,

reconstitut 1 on may occur. This involves the return of the

individual or family to adequate functioning. The par-ent

may achieve reconstitution at any stage in a child's

illness. It may occur during hospi tal i zat i on or after-

discharge. Reconstitution can result without the child

achieving total physical and mental health. It is described



by Neuman (1382) as adaptation to stressors. Therefore, the

parent may reconstitute and adapt to a child's long-term

illness or lasting defects.

The concerns of parents who have a child in a PTCiJ may

be due to the effect of the stressors upon the whole family

system. 31 r- e s s f u 1 events cause c o n c e r' n s . The s t r- e s s o r s a i i d

concerns are often identified in order to develop effective,

purposeful nursing interventions. These interventions are

aimed at reducing the detrimental impact of stressors upon

the family system. If the nurse can assist the family in

coping with their stressors and adjusting to the child's

illness or injury outcome, then reconstitution may occur.

Neuman (1982) states that the goal of nursing is to

assist patients and their" families to achieve wel lness

t It rough purposeful nursing interventions aimed at reducing

stress and adverse conditions. Purposeful nursing

interventions may be accomplished thr'ough primary,

secondary, or tertiary modes of pr-evention. These

prevention modes can be used separately or together.

Primary prevention involves identification and adjustment

of risk factors. Secondary prevention relates to the actual

diagnosis and treatment of an illness or an injury.

Tertiary prevention describes the adaptive phase where

reconstitution occurs. The PICU nurse purposefully

intervenes to assist the parent, using each of these three
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modes. An example of primary prevention would be the

identification of the parent's specific concer-ns and

stressors. Secondary prevention would involve addi^essing

the issues which concern the parents. Tertiary pi-evention

could involve assisting the parents to understand and cope

with their child's long-term developmental delays and

p h y 3 i c a 1 1 i m i t a t i o n 3 .

iMeuman ' s ( 1 932) Systems Model is a very comprehensive,

holistic approach to the care of patients and their

families. This t h e o r* e t i c a 1 f r a me wo r k wa s use d a s a b a s i s

for the development of this study. The critical aspect of

the theory is that not only the PICU patient's concerns, but

also that the parent's concerns, must be con s i de red i n

planning and implementing nursing interventions. The

patient is not viewed in isolation, rather as part of 3

whole family system. The child's illness or- injury and

admission to a PICU has a profound effect upon the entire

family. The nursing process should address the concerns of

the entire family system. Everyone and everything that

affects the child must be consider-ed.

The nursing process of assessment, goal setting,

identification of nursing outcomes, evaluation, and further

assessment and goal setting continues in a circular manner.

The nurse wor-ks with the child and the family system to

assess, to intervene using the three prevention modes, and
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to evaluate nursi tvg outcomes. By fol lowing this hol istic,

systems approach, nurses can help children, in the PICU, land

their parents to achieve wellness through identifying and

addressing their concerns and attempting to alleviate their

stressors. The chi ld and the family in a PICU would benefit

fr'om the systems approach.



CHAPTER IV

METHOD AND PROCEDURE

DESIGN

T his study involved a q u a 1 i t a t i v e e s e a i' c h a d p i" oa c h .

This open, non-experi mental design was chosen in or-den to

al low unrestr-i cted, in-depth exploration of the concerns

parents experience when they hiave a child in a PICU. A

q u a 1 it a t i v e design enabled the study to fol low a mo r- e

li o 1 i s t i c f r a m e w o r- k . T tT e w hole p h e n o m e n o n o f h a v i n g a c h i 1 d

in a PICU was examined with a focus upon the concerns of tine

parents. According to Rogers ( 1 987 ), a study of par-ents in

the PICU is verv difficult due in part to the drama of tne

situation into which they have been thrust, often without

w a r- n i n g o r- prep a i ■ a t ion.

GETTING

The setting for the study was a 602 bed university

affiliated medical center- located in the southeastern United

States. The PICU is an eight bed unit that includes medical

and surgical patients with a variety of diagnoses. Childr-en

range in age from newborn to approximately fifteen years.



2 1

The PICU has a usual occupancy rate of 80 to 100%, Six

of the beds are in an open room. There is a dividing wall

in the middle of the room which limits visibility within the

room. One can usually only see the activity involving three

patients at a time. There are two private rooms in the

PICU. One is located inside the PICU while the other is

located right outside the unit's main entrance. There are

windows in the private rooms which connect with the main

PICU. Each private room is equipped with audio and video

monitor's that are viewed from the nurses' station, inside

the PICU. The private rooms are usually reserved for

patients requiring isolation, patients who have shown

improvement in their condition and require less intense

nursing care, or those patients who require less light and

noise stimuli for r e c o v e r y.

N u r- s i n g care is provided by an al l R e g i s t e r' e d N li r's e

(RN) staff, usually on a one to two basis; i .e. one nurse

per two patients. This can vary and may be one to three or

one to one, depending upon patient acuity. The RNs work

twelve hour shifts, so there are two day teams and two night

teams. When one team is on, the other is off. They usual ly

work two to three days in a row. Night shift has an unusual

addition to their schedule in that they work five nights in

a row and get five nights off, twice per each six week

pe r i od.



The n u r s e s p r a c t i c e team r a t he i~ t h a n p i ma r~ y n u r* s 1 n g .

With a team approach, each nurse has a new assignment of

p a t i e n 13 ea c h da y . I n p r i ma r y n u r's i ng , each patient ha s a

specific nurse assigned to them for the duration of their

stay. Many of the patients in the PICU are very critical

and difficult to car-e for. The nur-ses feel that it is often

too physical ly, psychological ly, and emotional ly exhausting

to care for the same patients every clay. They prefer to

work as a team while rotating the patient assignments as

necessary to al low each nurse a chance to admit new

patients.

Outside the PICU there is a long hallway with physician

offices, the PICU Head Nurses's office, the nurses' lounge,

storage rooms, a linen room, a consultation room, and a

physicians' cal l room. There is a parent waiting room at

the end of the hall. It is furnished with chairs, tables

with lamps, a television set, and a telephone which can be

used to place calls outside the hospital or into the PICU.

There are phone booths across the hall from the parent

lounge which allow more privacy. The bathr'ooms are located

around the corner. The elevators and stairs are right

outside the parent waiting room. Smoking is not permitted

in the hallway or inside the lounge. Since the room is

small , the parents are asked to limit the number of people

in the lounge to two per patient. It is up to the PICU
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nurses to inform the parents of the rules and to see that

they are followed.

There are large metal double doors at the entrance to

the PICU. The parents cannot observe thei t~ child from

outside the unit. They are asked to knock when they arrive

at the doors. During the course of this study, the

visitation rules were changed. Parental visitation in the.

PICU had always been somewhat liberal , individualized, and

only restricted during nursing report, physician r'ounds,

certain treatments, and emergencies. Each child was allowed

visitation by their parents, grandparents, and clergy. The

unit became busier than in the past; patients were

experiencing mor-e complex treatments, procedures, and

surgical interventions in the PICU every day. All of these

happenings wa r ra nted a change.

Previously the parents had set up a pattern of gaining

entrance to the PICU. They would stand in the hallway,

outside the parent lounge, continuously watching the PICU

entrance. One at a time, they would send one of the parents

or grandparents to knock on the unit doors and ask to visit

their child. If one person made it, then another parent or

grandparent would go through the same procedure. They would

continue this ritual throughout the day and night, so there

was a steady stream of people knocking on the PICU door.

The parents would usually stay up all night and watch the
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unit door to see if they could get in. They often said they

felt it was their duty to stay. Visitation at night

followed the same rules as during the day. The nurses had

to answer the door and make a decision whether the visitors

would be al lowed into the unit. These constant

interruptions began to affect the quality and amount of care

the patients were receiving. Nurses were often in the

middle of starting intravenous lines, prepar-ing life saving

medications, changing dressings, or inserting urinary

catheters when they would have to stop because someone was

banging at the door.

In order to gain some control of a situation that was

affecting patient care, a schedule was developed. This

visitation schedule was intended to provide guidelines for

parents to follow. It was made with the intention of

allowing some flexibility whi le setting some limitations.

A copy of the PICU visitation schedule can be found in

Appendix A. This visitation change could not be postponed

because the needs of the patients and the unit operairion

were paramount.

SUBJECTS

Selection of the subjects was made by a convenience

sample of the parents of ten patients who were admitted to



the PICU for the first time and then discharged to the

General Pediatric Floor. Parents who had previously had a

child in a PICU were excluded. Prior PICU experience could

influence the ways parents respond to concerns or create an

attitude that may have inhibited their interaction at the

t i me .

An attempt was made to obtain ten consecutive patients

that were discharged. However, it became impossible due to

the conflicting professional responsibilities of the

research assistant and the difficulty in locating some of

the p a r- e n 13 .

Only one parent per selected patient was interviewed in

order to pr^event duplication of answers. There are

approx i mate 1 y forty patients discharged from the PICU to tl'ie

General Pediatric Floor per month. The sample size of ten

was chosen due to the desir-e to conduct the interviews over

approximately one week. That time frame changed, however,

and the interviews were conducted over app r ox i mate 1 y four-

weeks .

Accor-ding to Sums and Grove ( 1 987 ), a small sample

size IS beneficial in a qualitative studv in which there is

a thorough examination and description of a situation. The

parents were included in the study if their child met the

first time admission criter-ion and was then discharged to

the Pediatric Floor. The study continued until ten subjects



were interviewed. None of the subjects aporoached for this

study refused to participate. Al l of the parents signed the

consent form before the i n t e v i e w s began.

INSTRUMENT

The parents were interviewed by the research assistant

using a list of ten open-ended questions and a demograpiiic

a u e 31 i o n n a i r e in o r- d e t - t o i d e ri t i f v t h e i r- c o n c e r n s w h e n t i'l e i r

child was in a PICU. Open-ended questions were used to

allow the subject to answer questions without preset

choices. Even though the questionnaire has a checkl ist, i t

was used exclusivelv to facilitate the research assistant's

recording. Only the actual question was read to the par-ent .

The appropriateness of the interview protocol for this

study was assessed by having the questions reviewed and

suggestions made by the thesis committee, a cultural

anthropologi31, and PICU nurses. A copy of the interview

questions and the demographic questionnaire may be found in

Appendix B and C respectively. A consent form was read and

signed by each p a r e n t, in d i c a t i n g the i r willingness to

participate in the study. They were given a copy of the

signed consent form. An example of the consent form can be

found in Appendix D. The demographic data sheets and the

consent forms were not attached to the interview

questionnaires so confidentiality could be maintained.
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The questions were pilot tested on four parents. They

did not seem to understand the meaning of some of the

questions, so changes were made in the wording with the

approval of the thesis committee chairman. The questions

were again pilot tested with much improved results. The

parents did not seem to have difficulty in determining what

was being asked.

DATA COLLECTION

The parents selected for inclusion in the study were

interviewed by a research assistant, a registered nurse with

eleven years of experience, on the General Pediatric Flooi-

after transfer from the PICU. Before beginning the

interviews, the r e s e a r' c h a s s i s t a n t c a r- e f u 1 1 y read t h e

research proposal and became familiar with all aspects of

the method and procedure section. The resear^ch assistant

went over all the plans and methods used to approach the

parents, explain the purpose of the research, obtain

informed consent, and conduct the interviews.

The subjects were located on the General Pediatric

Floor by the research assistant. He introduced himself and

followed the interview protocol located in Appendix E. He

informed the parents that he was involved in determining

what concerns parents of children in the PICU have had. The
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purpose was identified as a collection of information to

assist in improving the overall care of the child and the

family w h i 1 e i n i: h e PIC U . The p a r' e n t s we r e told that the i r

par-ti cipation may help other parents and their children who

are admitted to the PICU i n the f uture , and that honesty i n

answer-ing was necessary. They wer-e informed that the study

involved answering ten questions and a demographic

questionnaire. No names of either patients, parents, or

nurses wer-e recorded so that conf identi al i ty could be

ma i ntai ned .

The following interview rules were adapted fi'om Taylor

and Bogdan (1984) and were adhered to by the research

a s 3 i s t a n 11

1 . The interview will take place in a comfortable.

p r i V a t e set t i n g w here the p a r e n t a n d t h e r e s e a r c h a s s i s t n 1

can be seated.

2. ■

u n h u r- r- led.

3 . The questions should be asked in a c o n v e r- s a t i o n a 1

manner and close attention must be paid to all answers.

4 . The r- e 3 e a r' c h a s s i s t a n t will take notes d u r i n g t ii a

i n t e r- V i e w .

5. The research assistant must maintain a

non 3 udgme nta 1 attitude and not make negative commetits about

the parents statements or feelings. If tlie parents appear



fearful of being judged, the researcher mav state: "I know

that must be hard for you," "I know what you ar-e saying," or

"I've thought of that myself,"

6. If the parent says, "I don't know what you mean by

concerns," the research assistant should say, "By concerns,

I mean whatever caused you pt-oblems or worries."

7. If the parent gets off the subject, the research,

assistant may say, "I'd like to know what concerned you most

while, your child was in the PICU" and then move on to other

q u e 31, i o n s .

8 , If the parent is unclear o r v a g u e , t h e r • e s e a r c li

assistant should attempt to get c1 arification by asking for

examples or for further explanation.

9 . If t IT e interview is i n t e r r u p t e d , t h e r e s e a t- c h

assistant will make an appointment with the parent to

complete the interview.

10. When all of the questions have been asked and the

interview is complete, the research assistant will ask the

parent if there is anything else he or she would like to

discuss. The r' e s e a t - c h assistant will thank the p a r's n t f o r-

taking the time to participate in the study.

After the subjects agreed to participate, the researcii

assistant read the consent form to them and it was signed.

The parents were given a copy of the signed consent form.

The ten interview questions were then read to the subject.
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one at a time, while al lowing adequate time for answer's.

Notes we r e ta k an du r i ng t ha i n te r- v i a w , us i ng t ha chec i< 1 i s t

and the blank spaces for quotes on the questionnaire form.

After the interview was completed, the subjects were asked

t o a n 3 we i' t he demog r ap h i c q ue s t i on na i re. The r'e sea r c h

a33 i stant t hanked each par t i c i pant and t hen went to an

office to fil l in gaps in the notes. Al l of the information

was tiien given to the r'esear'cher- f or data ana 1 y s i s .

LIMITATIONS

This study may have some methodological limitations

wh i c h 1 i m i t ge ne r'a 1 i zab i 1 i t y due to t he i nc 1 u s i on of on 1 y

one institution in the sample. If more than one PICU iiad

been studied, the findings would have had more

g e n e r a 1 i z a b i 1 i t y ,

There may be other' l imit a t ions due t o t h a a s s u mp 11 o n

that the subjects we r e r ep o r t i n g the i r true f e e 1 i n g s a c! d

concerns. These parents may not have wanted to shai'e

painful feelings or to re-live uncomfortable events. The

visiting rules changed during the course of this study and

may have influenced a change in the parent's responses to

the questions. A final limitation is that all respondents

were Caucasian and all except one were mothers. It is

possible that different results would have been obtained

from a more diverse sample.
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CHAPTER V

RESULTS

INTRODUCTION

Having a child admitted to a PICU is a very sti~essful

event for~ parents. There are numerous uncertai nti es

surrounding the child's hospi tal i zation . The parents ar^e

overwhelmed by the suddenness of the child's il lness or

injury and the possibility that the child may die. They

must interact with an array of unfamiliar people in a

somewhat foreign environment. Their personal lives are

placed in turmoil when family, home, work, and financial

disruptions occur. Stressors cause the parents to have manv

concerns. These concerns can range from everyday wor'ries to

the fear that the child may die. The parents who

participated in this research study expressed a variety of

concerns, many similar in n.3ture and some quite unique.

This is not surprising due to the small sample size and the

use of open-ended questions instead of a questionnaire in

gathering data. The parent's life circumstances and

personal perceptions of the situation could have influenced

their answers. All responses were considered important,

even if mentioned only once.
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111 e pa r'e nt s ' ve!"ba 1 responses to the questions about wha t

concerned them. These responses were placed into categori

and themes wer'e identified. The major themes of parental

concerns included; the parent's own emotional responses,

conflicting responsibilities, technical intervent 1ons, the

need for information, personal concerns, and the methods

used to respond to concerns.

data analysis procedures

Data analysis was performed following a qual itative

approach. Content analysis was done on the written

responses to each question in o r d e r to identify c a t e g o r' i e s

and themes.

The wr'itten responses to the interview questions were

cut into pieces, between each question and answer. Each of

the ten answers to the first question were pasted onto a

large sheet of paper, each of the ten answers to the second

question were pasted onto a large sheet of paper, and so on

until all ten questions were sorted onto ten separate sheets

of paper. Each question was then examined for recurring

ideas. These ideas were categorized and highlighted with

different colored pens. From these different categories,

themes were identified and analyzed for frequency,

importance, and meaning.



DEMOGRAPHICS

The subjects in this study included nine mothers and

one father. They were all Caucasian and married. The

parents ranged in age from 17 to 40 years with a mean of

2 8.6 years. Their highest education was repor-ted as eighth

grade for one, tenth grade for two, eleventh grade for one,

twelfth grade for four, and college for two. One of the

parents was employed as an office manager, one as a board of

education member, six were homemakers, and two were

unemp1oyed.

The ch i 1 dr'en of the pa r ent s i n t h i s s t udy i nc 1 uded s i x

males and four females. Two of the children were less than

one month of age, three wer^e less than one year of age, arid

five were between fourteen months and fifteen years of age.

Of the ten admissions to the PICU, five had a diagnosis

of multiple trauma. Three of these children were injured in

motor- vehicle accidents-, one from a fal 1 , and one from an

overdose of medicine. Two of the children whose parents

participated in this study were admitted to the PICU after-

surgery. The surgeries involved the repair of a heart

defect and the placement of a colostomy. One child was

admitted to the PICU due to a lack of bed space on the

General Pediatric Floor. One parent reported that their

child was admitted due to an apneic episode.
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The l iast child was admitted due to dehydi^ation fr-om an ear

infection and a stomach virus. The length of time these

children stayed in the PICU ranged from 12 hours to 23 days,

with a mean of 5,6 days. The number of other children in

each fami ly ranged from zero to three with a mean of 1 ,4.

FINDINGS

Emotional Responses

The parents in this study expressed a variety of

emotional responses to their child's admission to a PICU.

These emotional responses included; anxiety, fear, trust,

guilt, shock, anger, happiness, and hopefulness.

Anxiety was discussed in a variety of ways by seven of

the parents. They said they felt, "anxious," "worr^ied, "

"upset and nervous," "concerned about his (the child's)

small size and surgery," and "hysteric with results. I'd

cry about everything the first forty-eight hours. The

nurses kept us well informed." Another parent stated that

they v/orried, "how he did at night when I was away. He's a

mamma's boy."

When the parents were asked what they did when they

were anxious or upset, two of them reported that talking to

family and friends is what helped, two said that they cried,

and one reported praying helped. Two parents said they



e 11 he t" paced or~ stood outside the PIC U whe n they we r■ e upset.

Two said that they just dealt with everything themselves and

mai ntai ned centro1 . One sai d they just si owed down whi1e

another identified reading as helpful .

The parents were asked who they talked to when

something upset or bothered them. Eight different

categories of people were named by the parents. Six of the

parents said they talked to their spouse, five mentioned

t h e i r child's n u r~ s e , five s a i d a c h a p 1 a i n o r p a s t o r , f o u r

discussed their parents or other family members, three

talked to the social worker, two to their friends, two to

the other parents in PICU, one to the child's physician, and

one reported not talking to anyone or seeking any help, A

parent said, "Probably a chaplain should automatically come

to talk with famil ies. No one sought us out."

A parent expressed feelings of anxiety about not being

allowed in the unit. She said, "If they had not put us off

so many times that morning. They told us to come back in

fifteen minutes, thirty minutes, then one hour; because he's

sleeping. This went on for four hours or more. We wouldn't

have woke him; we just wanted to see him." Another parent

said she was, "Bothered by the orientation procedure of

telling (her child) about the wreck. No one told me that

wou1d be done."

Feelings of anxiety and distress regarding the nurses'

responsibility of enforcing the parent waiting room rules
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was discussed by two parents. 'One parent said, "Thev came

to read the r"u 1 es (a nur'se and a secur-i ty guar-d ) . It

intimidated us and we had to leave the floor with our

parents. This was the first day after surger'y." Another

parent stated, "I can't get the rules straight on the

waiting room. They intimidated my family with a securicy

guard. Meed kind, but consistent rules. Someone besides a

nurse shou 1 d moni toi" the wa i ti ng room. "

The parents gave statements concerning fear on four

occasions. They said they felt, "scared." "fearful of the

diagnosis," and "Scared; I didn't know what was going on. I

wa3 n ' t seeing i m (the child). The n ur se t r- i ad to r ea s s u r*e

me, I was Just scared."

One mother expr'essed fear concerning finding a blood

s t a i n e d b 1 a n k e t i n side a pillow case a f t e i ~ b e i n g t r' a n s f e r~ r e d

to the Pediatric Floor. She believed that it came from the

PICU, wer-e it was used as a back roll. The mother's

greatest fear was that it was blood from another chi ld. She

was .afrraid that her child m.3V h.3ve been exposed to AIDS.

Seven of the parents in this study identified tliat they

were afraid their child would die and/or have lasting

defects. Some of them mentioned both concerns. Three

parents still had concerns about their child's condition.

One mother even became very tearful and fearful when

discussing her child's continual fever of unknown origin.
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Feelings of security or trust were reported by four

parents. They explained that they, "felt that she was in

the best hands," "felt better after the nurses explained

everything to me," "felt more secure with him being in

( PIC U ) . (I have a ) f i r- rn belief in God. I t r u s t e d . " , a n d

that the nurses and doctors "were real good at under^stand i ng

how we felt." One parent reported that they prayed when

upset. Another repot-ted that they just slowed down and

t r- u s t e d .

All of the parents exhibited trust in their child's

cars providers. Four of the parents reported that the

quality of nursing care their' child r-eceived was good while

six said that it was excellent. Descriptions varied from,

"good, I guess," "real good," "full attention, I'm proud of

the care he got," "most of it excellent," to "very

excellent." One of the parents said, "His doctors have been

great too. They followed him carefully, even after he got

out of the unit. This is the best hospital for children.

I've talked to other parents who have had their children in

all the other' places around town. Everyone says the same

thing. Care here is a cut above the rest." No one involved

in the study said they were displeased with their child's

overall care.

Other feelings expressed by the parents included,

"guilty a little," "Guilty, I was driving the car.".



"shocked,'' "angry because she was back th«re (in PICU) . "

"happy when she did well ," "hopeful ," and "tor-n between tw<.>

children, one i n PIC U and one on Four- East (the Ped i a11- i c

Floor)." 'One parent was somewhat upset about the nurses

accident a 11y p u11i n g o u t a c e r e b r o s p i n a 1 s h u n t w h e n

!'epo3 i 11 on i ng the c I'l i 1 d . Anot he r wa s a ng r y abou 1: t he

explanations given to her child. She said, "Don't talk

about the condition of the patient over them. For- example,

'We can't do your surgery now. You are too critical .' 'biv.

less specific i nf ormat i on to the child. She wa s j us t:

fifteen years old."

'Conf 1 i cti ng Responsi bi 1 i ti as

P a r e n t s o P c h i 1 cl r e n i n t li e PIC U r e p o r t e d f eel i n q

confl icting responsibilities while their child was in the

unit. They are often separated fr-om their other children

and family members when they spend all of their tiine at the

hospital with their ill child. Five of the parents in tin?

3 t u d y expressed f a m i1v c o n c e r n s while t h e i r c h i Id wa s i n t h ■

PICU. One parent, had problems deciding which of her two

cin' ldren she should be with at any given time, because one

child was in the PICU and the other was on the Pediatric

Floor. Another- parent had two childr-en in the PICiJ for one

night. 'One child was discharged the next day and the other-

stayed for- an extended per-iod of time. Al l of the par-ents



who mentioned f ami 1 v concer ns ci i scussed t he ar ra ngeme nt s

they had make for their othet~ chi ldren while they wei^e .awav^

0 n e f a m i 1 y li a d child i" en admitted to h o s p i t a Is in t wo

different cities after an automobile accident that injure;!

t h e e n t i t- e family.

Techni ca1 Inter ventiens

Technical interventions were identified as the next

theme. When asked, "What happened to your child in the

PICU?" al l of the par-ents focused upon technical

1 nte r- vent i on s . One pa r e nt involved i ii this st ud y sa 1 d .

"The equi pment was overwhelming. " Ni ne of the par'ent s

mentioned intravenous lines, seven said tubes were placed,

seven said monitors were used, and four discussed oxygen or

Vent i 1 ator-s . A few of the paents were able to discuss tlie

exact use of the tubes and monitor-s and identified them by

name. There appeared to be a good under-standi ng of their

child's treatments.

Need for Infor-mation

The need for information was another theme that emerged

from the data. The PICU environment is a great source of

stress for the parents. It can be very frightening to see

the PICU environment for the first time, especially if

one is not prepared for the sights and sounds. A parent
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M i. 1 -1 hploful to know what all thecommented, "It would be helpTu,

i  - for NO one told me. I didn't know whatequipment wa=> roi .

for You need even a five minute video,"t h 1 n g s w e r e t o r . 1 w "

.  , tht^ parent is the seventy
Another source ot stress for n-

of their child's condition when admitted to the PICU.
parents need information, but thev do not always unde.atanJ
,,,„t thev ere told. For example, a parent expressed

ii'whsthpr (the child) was eati iTg,confusion about knowing, "whether v
I  w=,.- hsina fed through an IV."I didn't know he was being

-^id thi-y asked questions whenThree of the parents ^aiu xn-y

-H or confus'^d. A parent said, "I 'Ssk^idthey were concerntid ot conru.
I  11-H They were always avail aol-s tt..questions and called PIoU. i ti-y

-Tion.- For the most par-t, during each visit.answer my qu'sstiono.

a  and k^pt us informed." One of thethe nurse reassured us and k-p-
4- -kz-Miirl "not be atraid to

parents offered that the parents should,
ask questions."

TWO of the parents said that they could have used more
explanations about their child's condition, the procedures,

■  ypnt A parF=nt who did not feel enoughand the equipment. A pat _

aiv^n in the Emergency Room (ER) said, "Theinformation was giv-n in

ER staff did not seem to make an effort to explain
But, 1 walked him straight back (this parent carried the
rhild into the exam room and refused to leave)."

Tnformation can also come from sources other then care
providers. People who are going through the same situatioi
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can offer" support. A parent involved in the studv said that

it is helpful , "to talk to other parents (and get) moral

support by mutual support."

Two of the parents requested more orientation to the

e q u i p me n t a n d t o the u n 11 p r i o r t o a d m i s s i o n. This i s

sometimes done when the admission is planned, such as' before

an extensive surgical procedure. One of the parents stated,

"We had a tour and orientation pr-ior to the admission. We

knew what to expect and were real impressed with that."

However, such orientation would not be possible in

situations of trauma or disease of acute onset.

Personal Concerns

Eight of the ten parents in this study discussed

personal concerns they had while their child was in the

P ICIJ . The p e r 3 o n a 1 c o n c e r" n s included p r~ e s e n t sleeping

ari'angements, food, needing to get things from home, and

personal illness and injury. A mother was in the car-

accident that also injured her child and said she was

bruised, sore, and in need of surgery herself. Another

mother stated, "My husband and grandparents were with me. I

was sick myself."

■One of the parents said, "Ronald McDonald House was

great. The social worker told me; it helped a lot. A lot

of parents won't go. They (the children) are in good hands



in PICU. Par-ents need to keep up their strengtli for when

their children come out on the floor."

Financial problems were also mentioned. Two of the

families' cars were destroyed in the automobile accidents

that resulted in their clii 1 dr-en being admitted to the PICU,

One parent said they had no car insurance. Another par-ent

said, "They (the surgeon's nurse) have been very helpful

getting us in contact with agencies for financial and

material suppor-t. Nurses are very open and helpful (the

PICU nurses)."

Parents who have a child in the PICU spend a lot of

time in the parent waiting room between visits with their

child. Three of the par-ents mentioned that the parent's

waiting room needs some improvements. For example one

parent said, "The waiting room is too small , you need a

hideaway bed, and you need a smoking area. I didn't want to

leave the hospital to go to the Ronald McDonald House."

Another parent said that the waiting area needed, "pil lows

and bedding for parents staying over. It was r'eal crowded

in the PICU waiting room. We sat in the hall next to the

elevator." The third parent stated that, "You really need a

larger lobby. You have pastors and family members who need

to visit. We had our parents with us."
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Methods Used by Parents to Respond to Concerns

Parents reported that they used various methods to

respond to concerns. These methods included: (a) talking

to God and relying on faith; (b) talking to others,

especially health care providers and other~ family member's;

(c) physical activity; (d) crying; and

(e) intel1ectualization.

Five of the par-ents reported that they rel ied on their

faith in God when they wer'e concerned and often talked to

their chaplain or pastor. One mother said, "(I have a) firm

bel ief in God; I trusted." The parents also reported that

they talked to others when they were concerned, especially

health care provider's and other family members. Five said

they talked to the nurse, three to the social wor'ker, and

one to the physician. Six of the parents said that talking

to their spouse helped while four talked to other family

members. A parent said, "My niece supported me. I could

not have made it otherwise."

Physical activity was used by two of the parents in

response to concerns. One parent said, "I walked around,"

while the other said, "(I) walked back and forth (from the

unit to the parent lounge) to the lobby." Two parents

reported that they cried in response to concerns about their

child.

All of the parents used some form of

intel1ectualization in responding to their concerns. When
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the pacents were asked, "Wiiat happened to vour child in tlie

PICU?" all focused upon the equipment, tubes, and monitors.

None of them mentioned their thoughts, feelings, or- emotions

surrounding their child's admission and treatment.

SERENDIPITOUS FIN DIN G S

During the course of this study, the PICU visitation

rules were changed. Before the change, visitation was

al lowed whenever the patient's nurse permitted it. The

parents had to knock on the PICU door and ask their child's

nurse if they could come in to visit. The rules regarding

visitation were changed to specific set times during the day

when the p a rent s a n d g r- a n d p a r e n t s could v i sit t h e i r- c h i Id

(see Appendix A). These changes could not be postponed

until this study was completed due to the needs of the

patients to get more rest and uninterrupted attention by the

n u r- s e s .

The responses and reactions of the parents to the

change in visitation times were just the opposite of what

was expected. The parents did not respond with anger or

disappointment at having a set, structured visitation

schedule. In fact, they expressed appreciation, tr-ust and

some relief. Most of the parents thanked the nurses in the

PICU for giving them specific guidelines concerning when it



was appropriate for them to visit and when it was not< It

seemed to take the decision out of their hands and that

afforded some rel ief. One mother who was not involved in

this study said, "I absolutely love these visitation times.

Now I can plan my day instead of standing outside the door

wonder-ing when I should knock to go in." Another- mother- not

involved in this study said, "It's not only good for me,

it's good for my son. He knows exactly when I'll be here

with him and when I'll go to eat or sleep. It has made both

of us more relaxed."

The par-ents who haye children in the PICU no longer sit

up 24 hours a day, waiting and hoping to get into the unit.

They know it is expected and appr-opr-i ate to go and eat,

sleep, and rest. They are al lowed to take time out to care

for themselyes as well as the rest of their family. Before

the yisi ting schedule change, a parent who was involved in

this study stated in response to the question, "What did you

do when something bothered or upset you?" "I stood at the

double doors (the main entrance to the PICU) and kept

knocking, I walked back and fortfi to the lobby, and I stayed

up all night." Another- par-ent inyolved in the study that

was present before and after the visitation change commented

that, "Visiting was inconsistently enforced at first, then

they set up a schedule which was better." A parent involyed

in this study after- the visitation schedule started

exclaimed, "The visiting hours are real good."
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Giving the parents specific, set visiting times

i mp r oVed t he satisfaction of the pa re nt s a nd t he c It i 1 dr e n i n

the PICU. It al lowed the parents and their child more time

to rest, more security in knowing when they would see each

other next, and less inconsistency in the amount of time for

visits. T h is was a v e r y v a 1 u able a n d unexpected f i n d i n g rj f

t h i s s t u d y .
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INCLUSIONS AND IMPLICATIONS

CONCLUSIONS

This study contributes to our knowledge by providing

insight into the conce r- n s of pa r-e nt s of c h i 1 d i"e n i n a P IC Li.

It was concluded that parents: (a) have many emotional

responses to the admission of their- c h i 1 d to a PICU , f b )

r-epor t concei'n s about their- conflicting r-e spons i b i 1 i t i e s to

other- family members, (c) tend to focus upon the technical

interventions used on their- child, (d) need i nf ormat i on

about al l aspects of their child's care, (e) have per-sonal

concer-ns, and (f) use different methods to respond to

c o n c e r- n s .

Emotional Responses

The par-ents in this study expr-essed a var-iety of

feel ings at different times during their- child's stay in the

PICU. These included feelings of anxiety, fear-, trust,

guilt, shock, anger, happiness when the child improved, and

hopefulness that the child would recover. Having a child in

a PICU is a v e r- y difficult e x p e r- i e n c e for- p a r e n t s . They

probably felt more emotions than they were willing to
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discuss in this studv. Some of the feelings wane pnobably

too painful to describe and re-live. The parents go through

many stages of emotions and feelings; however, each person

is unique. Their l ife circumstances and past experiences

influence how they think and feel when their child is in the

PICU .

The parents wer'e very uncomfortable with the nurses

being responsible for enforcing the parent waiting room

rules. The parents stated that they knew the waiting rules

had a purpose and were important. However, they asked thar

the rules be kind and consistent. They also understood that

someone must make sure that the rules are followed, but they

would prefer anyone except the nurse to be in charge. The

parents did not want the nurses "mad at them" for anv

reason. They see the nur-ses as their friends, helpar-s, and

pi'otectors, not di sci pi i nar i ans . It distresses and

intimidates the parents to have the nurses angr-y with them.

They fear retaliation by the nurse caring for their child.

The parents in this study were very pleased with their

ch i 1 d ' s nur-si ng care and saw the nurse as the pe son who

helped and comforted them. The parents repor'ted feel ing

security and trust with the nursing staff.
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: o n f1 i c 11n g R e s p o n s i b i1ities

Pacents of children in the PICU exper- ience many family

concerns. They most often worry about the care and wel l-

being of their other children who are not in the hospital .

Sometimes, more than one child in a family wi l l be admitterl

to the PICU. Two of the parents in this study had more than

one child in the hospital at a time. They expressed

confusion about deciding which c i 1 d to be wi t h a t .an v g i ve n

t i me . 11 is difficult for- the p a r- e ti t s to d i vide t h e i i - t i me

between their children, especially if they are in different

units (one may be in PICU and one on the Pediatric Floor).

The parents may feel guilty because they cannot be with both

of their children at once. They must leave o11e child to be

with the other-.

T e c h n i c a 1 Interventions

All of the parents in this study focused upon the

technical i n t e r- v e n t i o n s used on their- child in the PICU.

The par-en13 appear-ed to under-stand the explanations

concerning the equipment, tubes, and monitors used on their

child.

Need for Information

There is a great need for information, as expressed by

the parents of children in the PICU. This information must
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to be ongoing and adjusted to the parent's level of

understanding. At times the parents may not understand the

p h V s i c i a n s ' a n d nurses' e x p 1 a nations about t h e i r c li i 1 d ' s

condition. They often experience shock when they first

1 e a i ~ n about the i r- c It i 1 d ' s s e r i o u s c o n d i t i o n . The p a i" e n t s

are confused about the cause of their child's illness or

injury, the treatment administered, and the expected

outcome. The fact that none of these things are predictable

can compound the parent's stress. Parental injur-ies or

illness can also prevent them fr'om grasping the r-eal ity of

the situation.

Parents are often distressed by the equipment which

surrounds their child in the PICU. The equipment is

mentioned frequently by parents as a source of stress. They

have expressed a desire to know more about the equipment.

Most of the time they want to know the function or

importance of certain monitors or machines.

Parents often ask a lot of questions. Frequently they

ask the same questions over and over. They are often too

stressed to retain information and must ask the question

more than once in order to remember the answer.

Personal Concerns

Personal concerns wer^e addressed by the parents in this

study in a variety of ways. The parents expressed a desi i'e
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to have a larger' waiting room so that other fami 1 v members,

friends, and m i n i s t e r- s could visit w i t h t li e m . T h e y n e e d a

quiet, comfortable place where they can relax, read, and

talk between visits with their child. They need the support

and presence of their family members, friends, and clergv.

They need their loved ones close by in order to share their

experiences and feelings.

Parents of childr-en in the PICU, who were involved in

this study, expressed a desire to ha ve a de s i g na ted smok. i ng

area. They feel that going to the first floor is too tar

out of the way. In 1990, all of the city hospitals nlan tr:.

restrict smoking inside the buildings. Visitors will be

r e q u i r s d to go outside to smoke. It is d i f f i c u1t , if n o t

impossible, to expect the parents to stop smoking when, tliev

are in a hospital . They are extremely anxious and stressed

and probably smoke mor'e than they normally would.

Sleeping arrangements are a concern of all parents wlu:)

have a child in a PICU. They feel obl igated to stay at the

hospital in case something were to happen to their child.

They are often afraid that the child may need them and they

want to be close by. When the PICU visiting rules were

unrestr1cted, all of the parents slept in the parent waiting

room and refused to go anywhere else at night. There are no

cots or couches in the waiting room and the chairs are not

very comfortable. The parents who slept in the PICU waiting



area night after night become absolutely exhausted within a

few days from worry and lack of sleep. Some of the parents

in this study discussed the importance of getting sleep.

They expressed their appreciation at having the Ronald

McDonald House to go to when they were tired.

When the child is transferred to the General Pediatric

Floor, a parent must stay with them. It is much more

physically demanding to car-e for the child on the Pediatric

Floor than most people imagine. The child is still very il l

and requires a lot of attention. They may also be very

demanding and irritable. The parents who manage to get at

least a minimal amount of sleep while their child is in the

PICU seem to fare better when their child is moved to the

Pediatric Floor. As one parent stated, "They (the parents)

need their strength for when their children corne out on the

f1oor . "

Methods Used by Parents to Respond to Concerns

When the parents of children in the PICU wanted to talk

to someone about their concerns, they most often chose their

spouse, the nurse, or a chaplain. These people seem to be

the most trusted by the parents and offer the most comfort

to them. Also mentioned were their own parents or other-

family members, the social worker, their friends, other-

parents of children in the PICU, and their physician. One

par-ent did not seek anyone to talk to during their stay.
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S e f e n ci i p 11 o u s Find i n g s

During the course of this study, the PICU visiting

rules were changed to set, regulated times when the parents

are allowed to visit their- child. The only t i me when t lie

parents are allowed to sleep in the lounge is when their

c h i Id is f i r- 31 admitted to the PICU. The p a r- e n t s c a n s 1 e e p

in the parent lounge on the first night of admission or if

their child becomes extr-emely unstable. No one can visit

the c h i 1 d r e n i n the PICU after- 10:30 p m . The child r- e n a n d

the visitors are encour-aged to sleep at night. Tlie parents

ai-e asked to make arrangements to go home, to the hospital

motel , to the Ronald McDonald House, to a relative or

friend's home, or to a motel of their choice.

The nursing staff have obser-ved that the change to a

i ■ egLI 1 ated , set vi si tat i on sc(iedu 1 e has r-esu 1 ted i n ca 1 rriet- .

happier, and more rested parents. None ot the parents have

complained about the visitation schedule; in fact, most of

t h e m h a v e e x p r e s s e d 111 e i r- p 1 e a s u r- e a t li a v i n g g u i d e 1 i n e s .

The new rules seems to give their clay structure. When

pat-ents have a child in a PICU, they ar-e often ver-y

Vu 1 ne 1"ab 1 e . They concentr-ate on the child's condition and

may not be able to expend the energy it takes to make

decisions they consider unimportant, such as when to eat and

where to sleep. Their- child's condition occupies their

thoughts. All of the parents seem relieved to have the
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staff's per'm 1 ss 1 on to eat, sleep, and r-est. The v ar'e given

some free time during the dav and night to take care of

themselves and the other members of their family. This is

in direct conflict with the studies done by Proctor ( 1987)

and Still well ( 1984) . Proctor concluded that mothers were

less anxious if vis i t a t i o n wa s individual ized while

Still well concluded that families want visitation to be

unrestricted and flexible.

IMPLICATIONS

Several clinical implications can be drawn from this

study. PICU nurses in practice should; (a) provide car-e

and support to the parents as well as the child, (b) listen

to the paren13 feelings and concer-ns , and ( c ) ser- ve as a

parent advocate. In addition, the nurses should consider:

( a ) o r- g a n i zing and f a c i 1 i t a t i n g p a r" e n t s u p p o r't g r- o u p s ,

(b) implementing a structured, well-defined PICU visitation

schedule, (c) making a parent orientation video available,

and (d) putting volunteers or secretaries in charge of the

parent wai ti ng room.

Most admissions to the PICU are unplanned. They occur-

as a result of a child's sudden illness or injury. The

parents do not have time to prepare for the ordeal mental ly,

physically, or emotionally. There is uncertainty about the



child's condition and the possibility that the child may

die. Once the child's condition stabilizes, there is the

concern that the child may suffer' long term disabilities or

lasting defects.

Parents are the most important people in a child's

world. When a child is seriously ill or injured, the cfrild

especially needs their parent's physical and emotional

support, The child is well cared for in the PICU; however,

the par~en13 do not get enough attention. They must be

considered in all aspects of the child's care in order for-

it to truly be successful. The parents' concerns have long

been ignored. However, they must be examined and addressed

in oI■ der' to tr-eat the whole child.

According to Neuman ( 1982) , there is an effect upon t.he

whole system when something affects a part or a subpart of

the whole. The child who enters the PICU is a part of a

whole family system. In order to treat the child, the

entire family must be given consideration.

Physicians and nur-ses must listen to the p.3rents in

order to determine their feel ing and concerns. Nurses are

in the best position to talk to the parents about their

feelings and concerns. Nurses must try to assist the

parents in expr'essing their feelings and emotions without

being judgmental . If the parents do not express their

concerns and feelings, the nurse should approach the



subject. The nurse may not be able to give the parents

answers or solutions to all of their pr'oblems; however,

he/she can offer- to listen and r*ei nf orce that they are not

alone or- crazy. Many of their- emotions, feelings, and

concerns seem friglitening and strange to the parents. Tlie

nurse can help the par-ents to expr-ess their concerns and

offer information and guidance in decision making.

The sight of a child who is seriously ill is often

frfgiitening to the par-ents. The child may have sustained

broken bones, the loss of a l imb, swel ling of the face,

3e ve r-e b r- u i s i ng , or b 1 eed i ng . The se i n j u r- i e s ca n

d I-a 31 i ca 1 T y a 1 te r the child's appear-a nce . If t he cli i 1 d i s

also comatose, the parents may be even more d i st r-e s sed .

Prepar-ation of the par-ents, prior to entering the PICiJ , is

very important. They need to be told what they can expect

to see before tiiey actua 1 1 y see it. Tlie nur-se needs to

reinforce what is happening to the child in terms ti-iat the

par-ents can understand. They need to know exactly what is

W!'ong with their child and what the tr-eatment plan will be.

However, the details should not be discussed in front of tjie

child. It is appropriate for- the child to know where they

are, why they ar-e in the PICU, and what is going to happen;

however, they do not necessar-ily need to know the graphic

details.

Nurses and physicians should r- e p e a t t li e i r- e x p 1 a n a t i o n s

at inter-vals thr-oughout the child's hospital stay. The



parent's level of understanding could be assessed bv havinci

them repeat what has been explained to them or- by having

them describe the situation in their own words.

Misconceptions could be cleared up at that time and

additional information could be given. Nurses should

explain the different pieces of equipment to the parents;

however, this needs to be done more than once in order to be

successful . One of the parents in the study expr essed a

d e 3 i r- e t o have even a f i v e m i n u t e video a v a i 1 a b 1 e . T11 i s

would be an excel lent idea for the par-ents who have a ciiilri

admitted to the PICU, It could be played whenever the

family felt they wer-e readv to take in the information. If

could be played over and over or at differ-ent periods durinci

the hosp1talization. It would also be helpful to have one

of the more ar-ticulate and experienced par-ents on the vicie'.';

eXp 1 ai ni ng some of the PICU .equi pment and v i sit i ng r u I e-s i n

terms t h a t t li e p a r- e n t s c o u 1 d u n d e r stand. T h e i r i n s i g h t i n t o

the worr-ies and concerns felt by the parents would be a ver-y

Va 1 uab 1 e addition to the or- i entat i on video.

Nur-ses in pr-act ice must be patient with the numer-ous

parent questions. This must be treated as a normal response

to 31 r- e s 3 . When the situation is less tense, the parents

will be able to comprehend and retain new i nf or-mat i on.

Nurses should serve as a parent advocate. For example,

in instances when siblings ar-e hospitalized, nurses shou 1 d



trv to keep them together. The sibl ings can share the same

i"oom on the General Pediatric rloor in order to assist the

p a r' e n 13 in car- i n g for b ot h c h i 1 d r- en without f e e 1 i n g t h a t o n e

or the other- is being left out. This advocacy role may

r-equire considerable asserti veness and planning on the part

o 1" the n u r- 3 e

Nurses should also serve as parent advocates to impr-ove

the par-ent waiting room space. The parents need a larger-

wa i t i n g r-corn that can seat at least six people pe r- pa t i e ri t. .

The pare n t s need t lie i r- family, f r- i ends , a nd c 1 e r-g y c 1 ose b y

for- suppor-t. Nurses must be vocal in making this need kncwii

to the hospital architects, administrators, and olanning

depar tment.

As mentioned by a par-ent in this study, the parents

would benefit from talking to other parents wlio have Irad a

child in a PICU. They need support fr-om other-s who hav:^

b e - n in t h e s a me , o r s i m i 1 a r- , situation. S u p p o i -1 g r o u p f o r

p a r e rr t s of c i 1 d r- e n who a r- e s e r- i o u s 1 y il l o r- i n ] u r e d s h o u I ■:;!

be f r-med and f aci 1 i tated by PICU nur-ses . Gt-oup d i scuss i onr.r

by peers in the same situation would help the parents to

expr-ess their feelings while offering them feedback and new

ideas from others.

The results of this study imply that parents want

structured, well defined visiting times that fol low a

routine schedule. This is in contrast to al l of the studies

that i i a V e a d d r- e s s e d intensive care visitation.
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when a child is seriously il l , the parents often become

ver'v anxious, fearful , confused, and weak. Their ener-gv is

r-apidly depleted. They need to sleep at night, to eat

regular meals, and to relax at intervals throughout the dav

i n oi-de r- to ma i nta i n the i r e ne rg y and health. They need to

retain their strength in order- to car-e for- their chi ld's

physical and emotional needs. The child in the PICU needs

the support of their parents in order to get wel l . Parents

will literally wear themselves out if they are not given a

s t r- u c t u r- e d s c h e d u 1 e t h a t i n eludes times f o r- r- e s 11 n g , eat i n g ,

a nd sleep i ng . St r- uct u r-ed v i s i t i ng times g i ve s t Ite pa r-e n t s a;

way to plan their- clay during the most uncertain and

confusing time of their lives.

Some form of physical exercise could be beneficial i:o

the parents in tlie PICU, The exercise could be used as a

stress management technique. Exer-cise times could be

sti-uctured or- unstructured. Volunteers could be available

to lead the interested parents in periodic stretching

e Xe i -c i se s . The pa r-e n t s could also be encouraged to take

long walks outside between visits with their child.

Nurses should not be the ones to discipline the parents

actions in the parent lounge. Security personnel ,

volunteers, or lounge secretaries should monitor the par-ents

behavior in the lounges. Nurses must retain their role as

kind helper and trusted friend of the patients and their

fami lies.
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FUTURE RESEARCH

The concerns of parents who have a child in a PICU need

to be addr-es 3ed f ur-1her'. Qual itative, de sc r i pt i ve s t ud i a s

should be done in other PICUs and the results compared with

this study. The concerns of mothers and fathers should be

studied separately. Ifi this way, gender differences and

social role expectations that may influence their concerns

could be examined.

A study should be done in several PICUs to determine if

s t r u c t u r e d or u n s t r~ u c t u e d visitation is b e n e f i c i a 1 t o t e

parent and the child in a PICU. The effects upon the

parents, the child, and the nut-ses of changing from

unstr-uctured to s11"uctured visitation could be studied

in a c o n t r o 1 1 e d s e 11 i n g in f u t u r~ e r e s e a r c h .

SUMMARY

The concerns of parents must be taken into account when

planning care of the child in a PICU. Parents help their

children to get well. The parents are often stressed by the

child's ser-ious illness and need support, comfort, and

information from the physicians and nurses. Parents

feelings and concerns vary according to their life

circumstances and level of understanding of the situation.



They consistently request information about the PICU

environment and the child's medical condition. They need

structured visiting times which allow them time to sleep, to

eat, and to attend to their other children and personal

c o n c e r- n s .

Parents want the nurses to retain their roles as kind

helpers and trusted friends. They do not want the nurses to

ever be placed in a situation where they may get angry at

them. Each of the PICU patients and their parents are

unique individuals who need the support and care of the

nu si ng staff. Par'ent s concef~ns must be considered and

addressed. In or-der to successfully treat the child, the

w hole family must b e 11" e a t e d .
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VISITING YOUR CHILD IN THE PICU

The Pedi atri c Intensive Care Unit (PICU) is a special

place where doctors and nurses take care of children with

1i f e-1 h r e a t e n i n g illnesses and injuries. Monitors, tubes,

medicines, and treatments are used to help the children get

wel 1 .

Children in the PICU need their' p a r' e n t s to help t li a m

feel better. However, having too many people around can

actually cause problems for the child. This is not a time

for friends and other family to visit. The children are

weak and need more rest than usual .

In order to give your child the best possible care antJ

to give you an idea how to plan your day, the following

times can be used for visitation by the parents and

g r a n d p a r- e n t s .

8:00 am - 8:30 am

1  1 : 00 am - 12:00 noon

2:00 pm - 3:00 pm

4:30pm - 5:30pm

8:00pm - 9:00pm

1 0:00 pm - 10:30 pm

These times may change if a new patient comes in or if

the doctors and nurses need to give a child a special test

or treatment.
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Interview 'Questions

What is your' relation to the child?

Father

Mother

'3 r- a n d p a r e n t
Guardi an
'Other

2. Why was vour child admitted to the PI'GU?

Medical condition:

'Cardi opul monar y arrest
Respiratory illness__
S e p s i s
S e i z u r- e s
Con'genital defects
'D t h e r

3 u r- '3 i c a 1 condition:
T rauma

Post-op

'Ot he r

What happened to your child in the PI'CU?

Was there for observation

Was in for life saving treatments
Was in for care by nurses and doctor
Care was good/exce11ent
Care was not good



70

Many of the parents we've talked to say they have a lot
of different feelings, from the time they learn their
child will be in the PICU , until di schar'ge . Please,
think back through this time and see if vou can tell me
how you felt.

Shocked

Di sbelievi ng
He 1p1e s s
G u i 11 y
Lonely
An X i ou s
A n g r y

R e 1 i e V e d

Mou r nf u1

Happy
Other

What were your concerns while your child was in th>
PICU?

That the child would die

That the child would have lasting defects or
p rob 1 ems

P e r s o n a 1 concerns:

b 1 a e p
Food

S u p p o r-1
Other

Family concer-ns
Spouse

Other chi1dren

Other

(Can you think of others, even some of the small
concerns or worries?)



6. What did you do when something bothered or upset vou?

7. Did you talk to someone when something upset or
bothered you?

or

Is there anyone else you talked to when something
bothered you?

bpouse_
P a r e n t s
Chaplain
F r- i e n d
N u r s e

P y s i c i a n
Ot he r

3. Can you think of anything, no matter how small,
that the nurses could have done to have helped you
mor e ?
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From what you have observed and heard , as well as what
you have been through, tell me what else would be
helpful to the pai"ents whose chi 1 dr'en ae i n PICU?

10. Is there anything else you would like to add?

Date and place of interview:
Note any unusual events that occur during the interview;
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Demographic Data

Subjects:

Marital status

Age

Race

Highest education

Emp1 cyme nt

:hiId's:

Sex

Age

Length of stay in the PICU

Number of children in the family
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Consent Form

A nuns 1 ng resear~ch study is being conducted in oi"den to

determine what concerns the parents of children in the PICU

have had. The purpose of this collection of information is

to improve the overall care of the children and their

f a m i 1 i e s w h i 1 e t h e y a r e i n t h e PIC LI.

The study involves answering ten questions about your

experience and feelings while your child was in the PICU and

will take approximate 1y 15 to 3 0 minutes. No names will be

recorded on the answers to the questions or in reporting the

f i n d i n g 3 .

P a r't i c i p a t i o n in this study is v o 1 u n t a r- y and r e f u s a 1

will not result in penalty. Answering the questions impl ies

willingness to participate. You have the right to withdraw

at any time. If you have any questions about the study, you

can call Ms. Ford at 544-9840.

Date S u b]e c t ' s s i g n a t u r

Witness
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Interview Protocol

Introduct i on

Hel lo, my name is Ben Francisco, I am involved in a

nursing research project to determine what concerns the

parents of children in the PICU have had. The purpose of

the project is to improve the overal1 care of children and

their- families while they ar-e in the PICU.

The study involves answering ten questions about vour

experience and feelings while your child was in the PICU and

will take approximately 15 to 30 minutes. Honesty in

answering is necessary. No names of either the patients,

parents, nurses, or doctors will be used when I write down

your responses. No tape recordings will be made.

After talking with ten parents who have had children in

the PICU, the answers will be compiled to see the number of

similar concerns. Hopefully, the results of this project

may help other families who have children in the PICU in the

f u t u r- e .

Do you agr-ee to pa r-1 i c i pate ?

Possible Questions

Question: Can my family and I answer the questions

together?

Answer: Because of the difficulty in interviewing

too many people at once and the need to

keep the total project to ten parents, I

can only interview one parent per family.
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Question: What 1f I do not want to answer some of the

questions?

Answer: You can decline to answer any or all of the

questions. Your par11c1 pat 1 on fs completely

voluntary and very much appreciated.

Question: Will the nurses or the doctors be told what

I tell you?

Answer-: I will not use your name when I write down

your- r- e s p o n s e 3 .
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